Context-Providing potential living-related liver donors with all the necessary information before donation can be challenging. What information donors need and are not getting during the evaluation phase has not been defined. Objective-To increase understanding of the everyday life of living-related liver donors and to suggest educational strategies that could be used by transplant centers during the evaluation process. Design-An interpretive ethnographic study based on a symbolic interactionism approach. All participants were interviewed; some were reinterviewed in order to better understand their experience as a donor. Setting-Interviews took place in the clinic, the donor's home, the donor's workplace, and in coffee shops depending on each donor's preference. Participants-A total of 13 parents who had donated the left lower lobe of their liver to their son or daughter at least 1 year ago. Main Outcome Measures-Interviews were analyzed by using qualitative research methods of coding, summarizing, and discussing concepts. Results-The donors viewed the donation as a life-changing event, and 11 of 13 donors described seeking further information in addition to the information given to them by the transplant center. Searching the Internet, reading research articles, and speaking to other donors were activities demonstrated by the participants.
T he primary lifesaving treatment for children with end-stage liver disease is liver transplantation, from either a deceased donor or a living donor. The United Network for Organ Sharing reported in March 2008 that approximately 17 000 persons were waiting for livers, including 704 children and youth. The demand for deceased liver donation for children cannot solely be met by size-matched liver grafts, so the transplant community has developed a transplant approach that uses living-related liver donation (LRLD) and splitliver techniques as an alternative to deceased donation. Living-donor liver transplantation is a universally accepted treatment option for children with liver disease, 1 but providing parental liver donors with all the necessary information regarding a living donation can be challenging. In this article, we describe specific areas in the workup process of live liver donors that should be emphasized, based on data from an ethnographic study of parents who were living-related liver donors for their children with end-stage liver disease.
The broad aim of this interpretive ethnographic study was to explore the everyday life experiences of parents who donated the left lower lobe of their liver to their child and to describe how the donation affected family dynamics and the physical and emotional health of the donor. Our purpose was to assist transplant centers in determining education strategies that could be used in preparing a living liver donor for donation. Information that study participants reported needed more explanation by the transplant team is described, and cases in which a donor was lacking basic information regarding the donation are highlighted.
Background
Historically, a technique called "reduced-size" liver transplantation was used to achieve a balance between the need for liver transplants and the availability of liver grafts for children from deceased donation. 2 A reducedsize liver transplant occurs when an adult deceased liver is donated to a child and the surgeon reduces the size of the liver in order to fit into the abdominal cavity of a child. The problem with using reduced-sized livers was that this technique created competition between adults and children waiting for a liver transplant. 3 Both livingrelated and split liver donation have greatly decreased the mortality rates for children with end-stage liver disease while not causing organs to be taken away from adult patients waiting for a transplant. 4 Educational needs of living donors must be addressed by transplant centers in order to properly prepare such donors for the donation. Waterman et al 5 reported that inadequate education for kidney donors may discourage such donors from donating or considering donation. Waterman and her research team reported that 75% of the 304 kidney recipients they surveyed wanted more education about the evaluation, surgery, and medical tests required by the recipients and the donors. Inadequate education provided by transplant centers may indeed stop kidney patients from initiating a living donation. 6 In a study of racial differences in the living kidney donation process, Lunsford et al 7 found that education was one of the best ways to reach living donors and dispel fears. Research illustrates that education of both donors and recipients may foster an increase in living donations and a decrease in the need for deceased donors.
Methods
This was an ethnographic field study in the sociological tradition, based on a symbolic interaction framework. Research in this tradition is based on assumptions that decisions and actions come from the meaning that people attribute to their specific life situations, that these meanings are constructed in social interactions between people in close communication, and that people are self-reflective. 8 The purpose of research in this interpretive tradition is to understand responses to social and cultural situations, which in this case is the relationship between a parent who donates a portion of his or her liver to a son or daughter. The organizations of social life, the structure of relationships, and the attention placed on everyday life experiences are all central to the ethnographic approach to research. 9 A total of 13 living-related liver donors who had donated at least 1 year earlier were enrolled in the study. The characteristics of the sample are listed in the Table. The sample was racially diverse and included 8 women (61.5%) and 5 men (38.5%). Members of the pediatric transplant teams from 2 university-based transplant centers recruited participants for this study. The donor was approached in the clinic or by phone call by the hepatologists, surgeons, liver transplant coordinators, social workers, or other members of the liver transplant teams. Flyers were posted in both pediatric liver transplant clinics. The donor had the choice of calling or being called in order to gain more information about the study. Interviews were audio taped and transcribed. Institutional review boards at Stanford University and the University of California, San Francisco, approved this study. All participants signed consent forms at the interview and were told that they could withdraw from the study at any time.
All participants were interviewed once for approximately 60 to 90 minutes; 6 of the donors participated in a second interview that lasted 1 hour. These second interviews were selected from key informants in order to follow up on preliminary findings, explore topics in greater depth, and discuss preliminary analysis. Interviews took place at the specific location decided upon by both the participant and researcher. Fifty-five percent of the interviews took place in the donor's home, 25% in the donor's workplace, 10% in the clinic, and 10% in a coffee shop. Interviews were semistructured and included openended questions such as how parents perceived the physical and emotional consequences of donation, what effect the donation had on intrafamilial relationships and family dynamics, and how the donation had benefited as well as challenged them. Additional questions were asked about the information that was given to the donors by the transplant center, whether they sought other means of finding information about donation, and whether the medical language used during the evaluation was clear.
The inclusion/exclusion criteria specified that all participants had to speak English, be over the age of 21 years, and have been a parental living-related liver donor at least 1 year earlier. Of all 13 donors recruited by the transplant team, none refused to participate in the study or withdrew from the study. Data collection was complete when a level of saturation was reached; saturation was apparent when no new information was being discovered during analysis of the interview.
Informal observations supplemented interviews in this study and provided valuable insights into the lives of the participants. It was very common to have a spouse, recipient, or sibling in the home during the interview, which provided the opportunity to observe family dynamics (such observations were recorded as field notes). These observations allowed better understanding of the social and cultural processes of the family. Field notes were used in this study as a canvas to record sensory accounts, nonverbal behavior, interpretation, and personal perspectives that could not be recorded with audiotape alone. The notes were interpretive, dynamic, and influenced the analysis by offering a chance for self-reflection and deeper analysis.
Data were analyzed to produce categories and revealed specific domains of these phenomena. Interviews and field notes were considered in an organized, systematic manner that included multiple readings. With the software tool ATLAS.ti (ATLAS.ti GmbH, Berlin, Germany), we used words and phrases contained within the text of the interviews and field notes to construct codes reflecting specific concepts. All data were coded, summaries of transcripts were written, categories were created from initial codes, and preliminary findings were discussed with research team members and participants.
Results

The Donation Was a Life-Changing Event
Although the donors were unique individuals with varied life circumstances, all experienced donation as a life-changing event that had a strong emotional impact on them. Although 5 of the 13 donors interviewed described having physical complications after the donation, these negative events were not the focal point of their recollections during the interview. The lasting effects of the donation seemed to be rooted in how the donation had changed their life on an emotional level. One donor described how the donation changed his life:
The donation opened my eyes to a whole different life. It just broadened what life is about. I think if something like this didn't happen, I would never know what people go through. To me, it makes me a little bit more compassionate towards other people who go through things like this.
Through the donation, the following donor learned that being present for his children was the most important thing to him. By reprioritizing things in his life, his life took on new meaning:
You learn some things about yourself that you may not necessarily want to know, but that's part of it. As a father, what you learn or what I've learned [is] regarding the issue of being present in their lives. Being present is something I think men have a difficult time understanding because you get very busy with your jobs, your toys, and your games or things that, quite frankly, don't really matter much.
When expressing the effect that a donation had on them, one of the most striking results in regards to the education provided before donation was that donors demonstrated the need to gain more information than was initially given to them by the transplant team. Of the 13 donors interviewed, 11 (85%) reported that they had sought additional resources before making the decision to donate. Of the 2 donors who did not seek additional information, one did not know how to access information from the Internet or library and the other was one of the first living liver donors in the West and felt comfortable with the information shared with him by the transplant center. Specific ways in which donors gained the further information that they desired in order to pursue the donation and to adjust appropriately to the donation included (1) searching the Internet for information on LRLD, (2) reading research that compared LRLD and deceased donation, and (3) talking to other living-related liver donors about the experience. These additional information sources allowed the potential donors to find answers to basic questions they had about the donation.
Searching the Internet
Searching the Internet and finding pertinent information seemed to allow parents to think logically about the donation and make decisions that were right for them and their families. One donor stated I remember after getting on the computer, spending about 8 hours through the night reading about liver transplant, the sun was coming up and I said "OK, now's the time to tell my husband." I went into the room and I explained to him what I had seen, "there's a possibility of us being able to give a portion of our liver to her," and we were just ecstatic about it.
Another donor stated Although I don't understand all the medical terminology, I could go through the logic of what they were explaining, the mechanics. I could get enough information that I kind of had a picture of what was going to go on. Also the Internet, as good and or as bad as it is about accuracy of information, I did a lot of research on the Internet, looking up things, and understanding the physical things that were going to go on with me. So, I just started prepping myself to understand.
Reading Research That Compared LRLD and Deceased Donation
One donor was very comfortable with the Internet and reported the following about LRLD versus deceased donation:
MD consult, I think was the Web site that had actual medical journal articles that we read. Checking out this Web site we used to check out other transplant centers, and also just to read up some more on the comparison on living related versus cadaver donor. We did a lot of medical research online. We started doing research on transplant centers and also comparing deceased donation versus living relates. We found a good online site where we had done a lot of medical research about our daughter's disease, so I saw that living related was slightly better, and also that [this transplant center] had this great reputation!
Talking to Other Living-Related Liver Donors About the Experience
One donor who was one of the first living-related liver donors had limited other parental donors with whom he could speak; however, he described how important talking to other people about transplant was to him: I was at the adult support group meeting at the medical center before I left the hospital.
We needed to find out more about the transplant so we got right into the meetings and started sharing our experience and finding out what the adults are doing.
One female donor was experiencing a great deal of stress before the donation, but speaking to other donors seemed to calm her:
There was a lot of stress and tension for me. I met 2 or 3 other mothers like me who were LRLDs. I asked them lots of questions and they were very positive and very good people, they told me "You are in good hands at [the medical center]."
The following donor also found that talking to other donors assisted him in finding support to questions and making friends:
I met another couple that also did a LRLD at the same hospital and we became pretty good friends with them, and we stayed in touch for years and years. That was really good because we could bounce stuff off each other.
Finding Answers to Basic Questions
For some donors, basic questions were not answered before donation. For example, the following donor was not aware that she could be the donor:
It was scary when they said to look at other members of my family. I didn't even think of testing myself. How stupid. When it was brought to my attention that I was the last option, I said that there was no second question to it and I had to do it. There was nothing that would change my mind.
This donor also was yearning for basic information:
I think if I could go back and change one thing, maybe it would have been to know more about the details after the donation, like are my daughter's intestines attached? Or do I have one fallopian tube or two? I was so confused.
Another donor was not clear about whether his son needed a transplant or not.
We were all disappointed 'cause we did some research in the library and found out that our son was probably going to need a liver transplant. We did not find out this fact from the medical team. When we asked them "is he going to need a liver transplant?" they were like "oh, yeah!" I wish they would have come right out up front and told us that because it might have changed our minds. We might have said, "Let's do a transplant." Their whole point was to get him stronger, for the transplant, so it made sense. They later told me that they don't give a lot of information to parents because they thought it overwhelmed them. And then they said, "Well, we realized you guys could have probably used more information because you were kind of on top of it!" It would have been nicer for us if they would have been a little more open about it and not only the transplant, but about the aftercare on the transplant and the immunosuppressants that we are dealing with now.
Family Bonds Strengthened
The LRLD experience was not a question of whether relationships between the donor and the donor's other children or between the donor and the recipient changed. Instead, it was the family unit that became stronger as a result of the transplant. One donor perceived donation as an event that solidified his love for his family: I think it [the transplant] really did solidify my love for our family, and what extent I would go through to make sure that our family came first.
Another donor felt that the transplant might have given his children more character and more strength. He described his children as having to stay with friends and neighbors during the time that he, his wife, and son traveled to the transplant center. Adapting to life without parents around allowed them to become more independent, one way in which this donor thought that his children had gained strength. It was important for him to know that his entire family, and not only himself and the recipient, benefited form the experience.
Life isn't smooth every day, so we just got through it each day, and I think, if anything, that will hopefully give our kids more character, more strength, and maybe, just maybe, understanding that they have an incredible strength.
Discussion
Preparing a living-related liver donor for the physical consequences of a donation is a common practice among most transplant centers; however, results of this study illustrate that parents would benefit from more information in some areas of the workup. The potential living donor undergoes a multitude of screening tests including laboratory tests, psychological assessment, radiographs, and computed tomography scans, yet donors wanted more discussion and education focused on searching the literature about LRLD versus deceased donor donation, current research on LRLD, how to access the Internet, and some very basic information on LRLD. These areas may warrant more attention from the transplant center before donation. Making all the necessary information available to donors so that they can make the best decision for themselves and their families and adjust successfully after the donation should be priorities for all transplant centers. We found that 85% (11/13) of the parental liver donors we interviewed described seeking further information from resources outside of the transplant center before making the decision to donate.
Offering families all the possible information about LRLD is essential in order for donors to make the most educated decision about donation and to cope effectively with the aftermath of this life-changing event.
We described a multicenter qualitative study focused on parents who donated the left lower lobe of their liver to a son or daughter. In an effort to translate research to the bedside, we must understand the lives of the patients we treat and use research findings effectively to guide our clinical practice. Better understanding of the everyday life of a living-related liver donor is the first step in the development of teaching activities to use in educating future donors. It is clear from this study that parents are information seekers and desire not only the basic information on shortterm consequences of donation but also want more details about the long-term and psychosocial effects of donation. Parents want to search the Internet, read the literature, and talk to people that have knowledge about LRLD, and they want to have basic questions answered before donation.
Findings of our ethnographic study illustrated that living-related donors experienced a life-changing event. It is clear that donors seek information from sources other than the transplant center in order to gain all the information they need before deciding whether to be a donor. Rodrigue et al 10 conducted a hallmark study about increasing the live donor pool in the kidney transplant population. Despite the fact that their study was focused on kidney donors, liver transplant professionals can find its results useful because Rodrigue et al compared a home-based predonation education intervention with the conventional clinic-based education intervention. That randomized, controlled trial and its results suggested that families highly valued the opportunity for family decision making and conversation about living donation that was made available by transplant professionals in the home. That opportunity is not currently available in the traditional educational environment in a clinic. Home-based education allows friends and neighbors to participate. The study by Rodrigue et al was the first study of its kind to examine alternative methods of educating donors for donation and is one of the few articles that stress the importance of discussion of the psychological impact of the donation.
On the basis of the information shared by the participants in our study, we can make several recommendations for education provided at transplant centers that could make the decision phase and the adjustment phase after donation smoother for donors:
1. Have Internet access available to all donor candidates. 2. Offer donors and their families recent research articles on LRLD in an effort to make all the available knowledge accessible to them. 3. Compose a list of living donors who would be open to talking to families about their experience that could be given to potential donors before donation. 4. Develop a fact sheet that families can take home that includes basic information on the donation and is easy to read and reference. During the pretransplant evaluation, when families come to the transplant center and meet the transplant team, they discuss the surgical options of both deceased liver donation and LRLD. It is here that attention must be given to guide potential donors in making the right decision for themselves and their families. The transplant team must do a serious evaluation of the current personal, familial, and environmental stressors experienced by potential donors and their families. Meeting with spouse, family, and siblings together as a family unit may assist in making the evaluation process complete. Having parents that are LRLD available at or after the evaluation to talk with families would also be an implementation strategy that could be used by transplant centers to assist families with coping and support.
Only 2 (15%) of the 13 donors interviewed in this study did not seek information in addition to the information given to them by the transplant team before they decided to donate. These 2 donors trusted the recommendation of the transplant team without seeking addition information. Unlike these 2 donors, the other 11 donors (85%) described seeking additional resources before making the decision to donate. Many donors reported using the Internet in order to get more information on liver transplantation and transplant options. This behavior indicated that families who donate desired more information on the procedure and looked outside the medical center to gain such knowledge. Little information has been published about the nonmedical, longterm effects that a donation may have on the living donor. Transplant centers must make information available for potential donors, including research-based articles on LRLD so that potential donors can make the most educated decision for themselves and their families.
Future studies similar to this qualitative study and other quantitative studies are critical to increasing our understanding of the everyday lives of living-related liver donors and the effects that donation can have on them. Understanding the long-term consequences of donation on donors and their families will serve to assist not only the families faced with the choice of LRLD, but also transplant center staff and the general community. Our results illustrate that live liver donation transforms the life of donors, and potential donors must understand this significant effect of donation.
The United States is faced with a huge dilemma of meeting the demand for organs with a limited supply. In the past decade, the waiting list for transplantation has increased 150%. 11 One answer to this shortage of organs is LRLD. Living donors are an unusual type of patient in that they are healthy individuals who put their life in jeopardy for their son or daughter. It is an amazing act of kindness and generosity. As the donors in this study demonstrated, the donation was a life-changing event that required them to search outside of their own medical center for more information in a quest to answer their questions. During the interviews, donors focused on the emotional effects that the donation had on their lives and their desire to gain as much knowledge as possible about being a donor before making their decision to donate. All transplant centers must make a commitment to respect and better understand this quest for information expressed by parental liver donors.
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